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Abstract
Pain greatly affects the quality of life of older adults and often individuals with dementia are unable to communicate their need for pain relief. Lack of awareness of chronic pain can lead to negative effects like aggression, decreased mobility and increased confusion. Observing for signs and behaviours associated with pain are important considerations in the assessment of pain for people living with advanced dementia. 
Aims and objectives. To explore the use of two pain assessment scales in a sample of care home residents living with dementia. 
Design and Method.  This study compared the Abbey pain scale (Abbey) and the Pain assessment in Advanced Dementia scale (PAINAD) in order to assess pain in 13 long term care residents with dementia who were also presenting with behaviours that challenge. All residents had one or more potentially painful conditions.  The scales were applied consecutively (Abbey then PAINAD) during the day whilst residents were at rest. Pain histories, analgesic regimens, diagnoses and demographic information were collated.

Results. There was little correlation between the two pain scales. Pain assessments were not routine practice even where mandated. Three of the thirteen residents had no regular analgesic regimen prescribed.  The review of case notes found that pain assessment tools were used in 15% of the cases. 

Conclusion. Staff considered both scales easy to use and helped in identifying pain, but results suggest poor adherence to best practice guidelines for assessing pain in this client group.





Introduction: Dementia is often comorbid with other chronic and painful conditions.  These include cancer, cardiovascular and respiratory disease, and joint and muscle disorders.  Urinary and chest infections, pressure sores, dysphagia, incontinence and injuries from falls and fractures are commonly cited as causes of pain in this population group (Anthierens et al., 2010).  Physical and psychological pain in people living with dementia has serious implications for quality of life and is associated with onset or exacerbation of depression, delirium, sleep disturbances and cognitive decline.  Sundown syndrome, described as the presentation of neuropsychiatric symptoms such as confusion, aggression or anxiety in the afternoon; evening or during the night, is also associated with pain (Khachiyants et al., 2011). Increasing evidence associates pain (in people living with dementia) with challenging behaviours such as verbal and physical aggression, wander walking and screaming (Ahn et al., 2015).
Pain assessment in dementia is made particularly challenging as the increasingly profound deficits in executive functioning, memory and language which accompany disease progression can reduce the quality, reliability, and in advanced stages the availability of patient self-reports (American Psychiatric Association, 2013).  Loss of ability to self-report pain leaves residents at risk of under-diagnosis and under treatment (Bruneau, 2014). To facilitate pain assessment in this patient population a number of Observational Pain Tools (OPTs) have been developed (Lichtner et al., 2014). These make use of proxy reporting (usually by a health care worker) and require observation of the patient for a number of behavioural indicators (aggression, vocalisations, facial expressions, body language) which are then recorded and assigned a numerical value to reflect pain intensity. An aggregate score for all observed behaviours is then calculated to indicate overall pain intensity (mild, moderate severe) and then used to inform treatment decisions. Although the use of an OPT is supported as part of the best practice in care of people living and dying with dementia (Van Der Steen et al., 2013), there is ongoing debate with regards the validity, reliability and conceptual basis on which these have been developed and their clinical utility in practice (Zwakalen et al., 2007). Much of this debate stems from the settings in which OPTs were developed (Lichtner et al., 2014).
Numerous challenges have been associated with pain assessment including: 
(1)	Staff difficulty in differentiating between behaviours associated with pain and those associated with behavioural and psychological symptoms of dementia (Ballard et al., 2011); 
(2)	Insufficient training and education on conducting pain assessments in this population (Zwakalen et al., 2007); 
(3)	Lack of knowledge of pain perception or neural processing in people living with dementia (how pain is experienced) (Ghandehari et al., 2013) and 
(4)	Workload pressures which constrict the time needed to carry out the pain assessment (Kaaslainen et al., 2007).  
Moreover, there is doubt as to whether OPTs measure pain, distress or both (Brorson et al., 2014; Van der Steen et al., 2015); an ambiguity which may lead to sub-therapeutic pain management or potentially inappropriate treatment with anti-psychotic rather than analgesic medications (Ballard et al., 2011; Gilmore-Bykovskyi and Bowers, 2013).
Health policy and clinical guidelines widely recommend the use of OPTs when assessing pain in people with dementia but they do not as yet provide information to guide health providers’ choice of assessment tool (DHSSPS, 2011).  Many health providers of long term care facilities mandate the use of OPTs as part of pain assessment protocols but little is known about how nursing and other care home staff should integrate these tools with existing assessment protocols for residents.
We set out to compare the clinical use of two of the most commonly used OPT’s and explore their implementation in long term care settings.
Method: Five residential care homes from both statutory (n=4) and private (n=1) sectors were recruited in the area of one integrated health and social care trust which provides services to 345,000 people in Northern Ireland. Inclusion criteria for resident participation were (1) a documented diagnosis of dementia; (2) residence in the care home for a minimum of 6 weeks; (3) presentation of challenging behaviours deemed (by a psychogeriatrician) related to pain rather than BPSD (4) the inability to self- report pain.  To avoid over sampling, no more than three cases per site were selected. Abbey et al (2004) devised a six item OPT which notes the presence of six behavioural signs of pain: vocalisations, facial expressions, changes in body language, physiological changes and physical changes (Abbey 2004). The Pain In Advanced Dementia Scale (Painad) is a five item observational pain assessment tool designed for use with people with advanced stages of the condition.
All potential participants were under the care of a Psychogeriatrian from the local Community Mental Health Team. Residents were screened for eligibility by the Psychogeriatrian and the families of those who met the inclusion criteria were given a verbal description of the study and a study information sheet. Families who agreed to participate were asked to give proxy-consent.
Residents medical notes were reviewed and data on residents’ previous pain histories, co-morbid conditions, pain assessments and prescribed medication regimens were extracted and collected. Following this review, we assessed each resident for pain using both the Abbey and the Painad tools, in the same order for each resident as follows: residents were observed for 5 minutes after which the  Abbey was used; after a further 5 minutes  Painad data was collected. All residents were observed during the day and at times which avoided high impact activities such as medication rounds, dining and personal care.
Scores from the Abbey and the Painad PS were compared.
Results: Thirteen residents were recruited in this sample (12 female and 1 male) most were recruited from the statutory residential care sector (n=10;77%). Residents average age was 78 years (range 69-91). All had challenging behaviour and most had more than one comorbid condition.
All participants had a (documented) diagnosis of at least one (and in some cases more than one) potentially painful conditions.  However, a review of the medical records indicated that neither pain histories nor pain assessments were routinely collected for these residents (despite the Abbey PS being mandated at one of the private nursing homes). Nursing staff relied on their own knowledge of the resident in addition to collateral history communicated by other nursing and care staff and residents’ families in order to recognise pain in residents.
Discussion: In spite of the fact that health policy and clinical guidelines (DHSSPS, 2011) recommend the use of OPTs to assess pain in people living with dementia, none of the care homes in this study had integrated these tools into their practice; findings which have been reported elsewhere (Barry et al., 2012).  More concerning is that all residents had one or more comorbid condition, yet pain histories and written evidence of pain assessment were absent from these residents’ medical notes.
Most residents had been prescribed regular analgesia. It was unclear what regime (if any) was in place for assessing treatment response. Three residents in this study were not prescribed a regular regimen of analgesia; this is concerning given the range of comorbid conditions reported in residents’ records including arthritis, fractures, infections and cancer.
Nursing staff relied on their own knowledge of the resident in addition to collateral history, communicated by other nursing and care staff and residents’ families, in order to recognise pain in residents.  This is unsurprising given that nurses work with and care for residents on a daily basis, developing familiarity with their daily routines, demeanour, idiosyncrasies; preferences and dislikes. Unusual behaviours that deviate from the norm are often interpreted as expressions of pain or distress (Lichtner et al., 2014). However, reliance on personal knowledge and belief about residents in the absence of conducting a full and thorough pain assessment is a risky approach. Dementia may not in itself cause pain, but as most people with dementia are over 65, they may be suffering from conditions such as arthritis or cardiac disease which do (Sachs et al., 2004). Researchers have shown that as dementia progresses, people become less able to identify pain. Several studies have reported that the negative attitudinal beliefs held by nursing staff can lead to delayed assessments and consequently to less than optimal treatment (Ghandehari et al., 2013). Negative beliefs include no reporting from residents’ being interpreted as the absence of pain (Kassalainen et al., 2007); uncertainty over whether people living with dementia can experience pain (Kovach et al., 2000) and a poor understanding around how people living with dementia express pain (Barry et al., 2000), all compound pain assessment in dementia.  None of the homes in this study routinely conducted pain assessments suggesting that some care homes experience difficulty integrating, implementing and translating clinical guidelines into practice. A full history and holistic pain assessment should occur on admission and be regularly reviewed thereafter. Holistic pain assessment for people living with dementia has been associated with the reduction of potentially harmful use of antipsychotic prescribing, decrease in and/or elimination of challenging behaviour/and or resistive behaviours and overall improvement in wellbeing (Husebo et al., 2011).  However, however nursing staff may require regular and ongoing education and  support in developing pain assessment protocols within their care settings (Burns and McIlfatrick, 2015).
As a small-scale observational study, all findings presented here warrant further investigation on a large scale. Health providers should be empowered to make informed, considered judgements regarding OPTs that account for the resident population e.g. dementia severity in their homes and to integrate these tools into clinical practice.
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